Background and Purpose-Qualitative studies are increasingly used to investigate social processes and phenomena influencing health behaviors and service provision. We aimed to identify the scope of published qualitative studies of stroke, consider their relevance to development and delivery of services for people with stroke, and make recommendations for future work. Methods-Literature review of published articles was identified by systematically searching online literature databases using keywords from the start of each database until 2002. Articles were reviewed by 2 authors, using a standardized matrix for data extraction. The 2003 European Stroke Initiative recommendations for stroke management were used to categorize the literature for consideration of its contribution to stroke research. Results-We included 95 articles. Their empirical contribution includes an emphasis on recording the "human" experience of stroke; identification of needs as perceived by patients and their families, differences in priorities between patients and professionals, and barriers to best-quality care. We identified 12 papers that were specifically undertaken to develop or evaluate interventions. Conclusions-Qualitative studies have addressed a wide range of issues related to the impact of stroke on individuals and caregivers, and to the organization and delivery of services. Significant problems remain in ensuring the delivery of best-quality stroke care, which such studies have the potential to address. Maximizing this potential requires greater collaboration between nonclinical and clinical scientists, service providers, and users to formulate research questions of interest as well as new research strategies, such as meta-analysis, to pool qualitative research findings and multisited investigations. Key Words: qualitative research Ⅲ caregivers Ⅲ delivery of health care Ⅲ evaluation studies Ⅲ quality of health care Ⅲ stroke T he relevance of social science research for medical practice has long been recognized. 1 Studies conducted using qualitative methods, which are drawn from the social sciences, are now commonly advocated and used in health and healthcare research. 2 The aim of qualitative research is to understand social processes and behaviors (such as responses to disease or the organization of health services) in natural rather than experimental settings, and from the perspective of participants. Specific methods used include unstructured or semistructured interviews, focus group interviews, and ethnographic observation. These methods tend to generate textual rather than numerical data, and their analysis entails identifying meanings and developing concepts, but not measuring frequency. Studies using a variety of qualitative research methods have investigated social factors that influence the delivery and uptake of a wide range of health services.
T he relevance of social science research for medical practice has long been recognized. 1 Studies conducted using qualitative methods, which are drawn from the social sciences, are now commonly advocated and used in health and healthcare research. 2 The aim of qualitative research is to understand social processes and behaviors (such as responses to disease or the organization of health services) in natural rather than experimental settings, and from the perspective of participants. Specific methods used include unstructured or semistructured interviews, focus group interviews, and ethnographic observation. These methods tend to generate textual rather than numerical data, and their analysis entails identifying meanings and developing concepts, but not measuring frequency. Studies using a variety of qualitative research methods have investigated social factors that influence the delivery and uptake of a wide range of health services.
Qualitative research is undertaken by researchers from a variety of disciplines, and reports may be published in journals not widely read outside the discipline concerned. The aim of this review is to identify the scope of qualitative investigations of stroke and stroke care conducted to date, to consider the relevance of such research to the development and delivery of services for people with stroke, and to highlight problems and opportunities for further work.
peer-reviewed journal up to the end of the year 2002; any qualitative method used (eg, interview, focus group, ethnographic); consistent with the valid aims of qualitative research outlined above. Dissertations and published abstracts were excluded.
Data Extraction
Each paper selected for review was independently evaluated by 2 of the authors (all health service researchers in stroke). We constructed a matrix to record the following data for each reviewed paper: purpose of enquiry, method and participants, robustness of methodology, 6 summary of findings, and summary of implication for practice.
Framework
To assist in the organization of identified material and consider the contribution of the studies to the assessment and development of interventions, we used the most recent European Stroke Initiative (EUSI) recommendations for stroke management. 7 These recommendations, compiled with reference to published evidence and expert opinion, draw together the current best practices concerning care for people with stroke from onset to the longer term. This includes recommendations about early access to services, multidisciplinary stroke unit care, rehabilitation, secondary prevention, and longer term medical and social services. These recommendations have the advantage of being international, and include both shortterm and longer term care provision.
Findings
We identified 113 papers. We excluded 18 papers that were exclusively theoretical or methodological, not specific to stroke, or where reviewers agreed that the study did not meet our evaluation criteria. In all, 95 papers were included in the final review.
Acute Care
EUSI recommendations identify the increasing recognition of stroke as an acute emergency, and call for education of the general public to allow them to recognize symptoms more quickly and to seek treatment urgently (Table I , available online at http://stroke. ahajournals.org). A focus group study conducted in Australia sought to explore needs for information about stroke to inform the development of a public campaign to educate people about stroke. 8 Awareness was found to be similar between stroke survivors and members of the general public, although the characteristics of participants in the latter group were not clear from the study. A key finding was that stroke was not easy to recognize because the associated symptoms vary widely.
Qualitative studies have reported individuals' descriptions of the onset of stroke 9 -12 with different responses to first symptoms, including waiting to interpret their implications 13, 14 and being told by others to seek help. 11, 15 Since the publication of the meta-analysis showing the benefits of organized stroke care, stroke unit care has become the gold standard. 16 An early study from Canada describes the prevailing pessimistic attitude toward stroke management in an acute-care hospital with professionals' views that "nothing can be done" at odds with patients' expectations. 17 The author's call for reconfiguration of services to meet the needs of stroke patients is being realized, but the findings of the problems associated with the management of expectations remain relevant.
Although the term "stroke unit" covers a range of different types of care, it is agreed that organized stroke care should be provided by clinicians with expertise in stroke and from a cross section of disciplines, including medicine, nursing, rehabilitation therapies, psychology, and social work. Qualitative studies focused on process and organization would lend themselves to investigating unanswered questions about which aspects of stroke unit care contribute to improved outcomes and how they do so. We identified few studies that specifically investigated such questions, although some have focused on what nurses contribute to patient rehabilitation, with suggestions that nurses are central to goal setting and rehabilitation. 18 -21 However, one study, comparing care between 3 different hospital wards, reported that specialist stroke unit nurses were less skilled than elderly care nurses in providing rehabilitation nursing. 20 In the context of multidisciplinary care, questions of what specific professional groups contribute and how care is organized across groups are important to monitoring and ensuring best-quality care. A number of qualitative studies have focused on the specific role of different professions providing stroke care, including doctors, 22 nurses, 18 -21,23,24 and rehabilitation therapists. 25, 26 Nurses have reported that caring for patients with depression and cognitive impairment is difficult because of the complexity such patients present and a lack of specialist preparation. 27, 28 Similarly, the difficulties that nurses face caring for patients with aphasia have been investigated and recommendations made to develop strategies to enhance communication. 29 -31 Existing methods of assessing patients' needs 32 and quality of life 33 were found to be problematic, with current practice not matching patients concerns. Preparation of patients for discharge was influenced by factors such as overprotection, paternalism, and the institution's care routines. 34 Training of staff is integral to specialist stroke care. One intervention to improve nurse training in stroke care led by physiotherapists was described and evaluated. 35, 36 It was reported that nurses were keen to undertake further training, but differences emerged between nurses' and therapists' roles and experience. Qualitative evaluation confirmed that the training program positively influenced the nurses' attitudes, contributing to better relationships with therapists, increased confidence, and some changes in practice.
Relatively few studies have sought to document patients' views of acute care, reflecting, perhaps, some of the practical difficulties in undertaking such work. Backe et al (1996) reported that in the first week after stroke, patients' feelings of unreality and awareness of their changed role might lead to psychological crisis. 9 In retrospective studies, patients have been reported as appreciating the hospital care they received, valuing being cared about as well as being cared for, 37 and expressing high levels of satisfaction. 38 
Rehabilitation Therapies
According to EUSI recommendations, rehabilitation of patients with deficits should begin once they are clinically stable and following multidisciplinary assessment (Table II , available online at http:// stroke.ahajournals.org). Rehabilitation therapies are described as taking place in dedicated stroke rehabilitation wards, rehabilitation hospitals, and in outpatient clinics. It is recommended that rehabilitation in the acute period should not last longer than 6 to 12 weeks, but, also, that active rehabilitation should be administered for as long as an improvement in function is observed. 7 A number of issues related to the delivery of rehabilitation therapies have been investigated in qualitative studies. Some have investigated broadly what rehabilitation means for patients and professionals. An early sociological study investigated how people with stroke disability adapt in light of societal expectations and norms, arguing that rehabilitation seeks to teach patients to redefine stroke as an inconvenience that can be overcome through new techniques. 39 Findings from a UK study indicated that physiotherapy was valued because it was felt to lead directly to functional recovery, 40 while a US study identified a failure to meet individual needs or to facilitate the transition to life at home. 41 Only one study, conducted in Hong Kong, aimed specifically to allow patients to identify their own rehabilitation needs. These were reported as psychosocial, social, and spiritual as well as physical dimensions of need. 42 One study reported patients' accounts of the difficulties they face eating, and the fear and shame this and their changed physical and social appearance created for them. 43 Patients assessed as needing adaptive aids were found to be sometimes reluctant to use such devices because they reinforced the sense of loss associated with stroke impairment. 44 Thus, their unwillingness to use devices was an attempt to avoid stigma rather than noncompliance.
Contrasting perceptions of rehabilitation therapies from patient and professional perspectives have also been investigated. In a series of papers from a study conducted in the 1980s, Becker and Kaufman identified sociocultural factors influencing the delivery of rehabili-tation care to older stroke patients in the United States. [45] [46] [47] They reported that rehabilitation after stroke was devalued by healthcare professionals and was considered to be on the periphery of health care. Contrasting perceptions of rehabilitation were described: for patients, rehabilitation suggested ability to recover if they worked hard enough, resulting in feeling let down when recovery did not occur. Professionals' view of recovery was dominated by the idea that the potential to influence the illness trajectory is limited. As a result, rehabilitation professionals in this setting divided patients into 2 categories: rehabilitation candidates and geriatric care patients. This practice was found to be based on culturally-based assumptions about aging and notions of appropriate rehabilitation for older people and designed to limit federal and insurance costs. Bendz (2000) suggested that while patients and professionals are both concerned in addressing physical disability, their priorities are not identical. Moreover, what is important to patients can be excluded since their position is subordinate to that of professionals. 48 Other problems related to the delivery of rehabilitation include identifying appropriate ways of measuring progress and quality, role overlap between physiotherapists and occupational therapists, and questions related to the participation of patients in rehabilitation therapies. Shepherd (1994) reported that patients' misapprehensions about the role of rehabilitation-thought to be convalescent care-was hindering their participation in therapy. 49 Encouraging nurses to educate patients was found to improve their participation. One study focused on goal setting in the rehabilitation process, suggesting that therapists need to improve the participation of patients in setting goals. 50 A study of whether therapists encourage patients' high expectations of recovery, reported that although professionals err on the side of caution, patients anticipated high levels of recovery up to 3 months after stroke. It was suggested that communication between therapists and patients needed to be improved. 51 A UK study considered how the concept of motivation influences the delivery of therapy. 52, 53 Patients classified as having high motivation were found to understand and share professionals' aims and methods. Consequently they were more likely to understand the nature and purpose of their rehabilitation, compared with those identified as having "low motivation." From interviews with rehabilitation professionals, it emerged that motivation, which is attributed to patient demeanor, compliance, and cultural and social influences, is frequently used to assess patients and their continued participation in rehabilitation. It was suggested that categorization of patients according to their perceived levels of motivation may lead to false labeling of patients. To avoid this, greater sensitivity to patients' beliefs, manner, and educational level was advocated.
Novel methods of delivering rehabilitation therapies have been investigated in qualitative studies. A study of early discharge to home-based rehabilitation described the content of early discharge rehabilitation at home and identified differences between stroke therapy at home and in hospital. 54, 55 Home-based rehabilitation encouraged a partnership between the patient and therapist, and provided the opportunity to discuss rehabilitation issues and give advice and teaching in the family setting. Early discharge had a positive impact on rehabilitation, encouraging patients to practice activities on their own and devise their own solutions to problems. The therapy was more relevant to the patients' needs in their own environment.
An evaluation of a pilot intervention providing home and community rehabilitation, and coordinating existing health and social services, identified mismatches between professional and patient goals as well as defects in the organization of existing services leading to setbacks in patient recovery. 56 -58 A descriptive study of a late rehabilitation service (1 year poststroke) focused on patients' and carers' understanding of the purpose and benefits of longer term rehabilitation. 59 Apart from some functional improvements, late therapy was viewed as providing stimulus, continuity of care, and, for carers, respite. However, hopes for resumption of previous roles were not met.
Life After the Acute Event
EUSI recommendations for best practice in care after the acute event are not extensive, but they do call for patients with "chronic symptomatic stroke" to be supported in the social environment with access to a family physician, outpatient rehabilitation services, secondary prevention, and support in psychosocial functioning (Table III , available online at http://stroke.ahajournals.org).
Despite the less than optimal implementation of secondary prevention strategies, 60,61 few qualitative studies have investigated this issue in relation to stroke, although there is a large body of literature investigating relevant questions of communication between professionals and patients and use of medication more generally. A pilot study investigated patients' and clinicians' perceptions of risk, information needs, and decision-making preferences in diagnosis and treatment of carotid stenosis. 62 Patients' decision-making about carotid endarterectomy was influenced by their notions of risk, trust in professionals, and intuition, but only to a lesser extent by trial evidence.
There is a sizeable body of qualitative research that seeks to document the longer term impact of stroke on patients, indicating needs that should be considered when planning and delivering longer term services for people with stroke.
The impact of stroke on survivors has repeatedly been described as "loss" in the qualitative literature, with the significance of reduced functional ability being explained in terms of loss of activities, abilities, personal characteristics and independence, 12,63 emotional and social loss, 64, 65 and a loss or change in the individual's own identity. 14, 66, 67 Patients have also been reported to experience uncertainty about the expected trajectory of recovery and possible implications. 46, 63, 68 Similar findings have been reported in relation to aphasia 69 and eating disabilities following stroke. 43, 70 Other studies have focused on the specific problems of loss of ability to drive, 71 and the problems of returning to the work force, particularly for younger people. 12 Studies that sought to investigate the experience of stroke with reference to the concept of quality of life have reported that survivors relate this to the effects of stroke on their own sense of well-being 72 and to existential aspects of suffering and loss. 73, 74 Another focus has been the ways in which patients respond to the changes brought about by stroke. For example, it has been reported that survivors regard following professional advice, making their own care decisions, and staying positive and motivated as important. 75 Survivors have also been found to develop their own strategies to combat disabilities, including tackling tasks more slowly and initiating learning and exercise, 76 developing strategies to maintain or reestablish a sense of continuity after the disruptive life event that stroke represents, 77,78 using strategies to foster hope during the process of adjusting to life after stroke, 79 and drawing on spiritual practices. 80 Nevertheless the process of adjustment after stroke has been described as difficult and slow, 14, 63 with plateaus in recovery presenting survivors with unexpected obstacles. 81 It was argued in 1 study that previous experience of illness and hardship helps some people accept the difficulties of life after stroke in an unproblematic way, 11 an interpretation that was subsequently questioned. 58, 82 Attempts to draw on patients' accounts to delineate phases of the stroke trajectory have been made, 10, 46, 78, 83, 84 with the argument that services as currently configured do not adequately reflect survivors' experience of trying to adjust to the effects of stroke. 10 Studies reporting patients' concepts of recovery have also found a mismatch between their views and those of professionals. While professionals measure recovery in terms of regaining function, for patients this can mean return to prestroke life. 13, 56, 82, 85 It has also been suggested that recovery is defined by patients in the relation to their own social context 86 and in terms of achieving their own goals. 15 Thus, current methods of assessing progress after stroke have been criticized for failing to take into account patients' ideas about what recovery means to them. 82 
Carers' Experiences and Needs
Although only briefly mentioned in guidelines, numerous studies have investigated how informal caregivers of people with stroke are
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affected (Table IV , available online at http://stroke.ahajournals.org). We identified 11 qualitative studies that specifically focus on carers, reporting their experiences and needs for support. Caregiving often takes place within a context of family relationships, and, so, is bound up in expectations about kinship ties and obligation. [87] [88] [89] Although it has been reported to have positive benefits, 89 caregiving also creates a range of problems. Carers feel ill prepared for their role and have concerns about their own competence. 90 -92 Caregiving can result in lifestyle changes 89, 93 as well as physical, emotional, and financial problems. 90,94 -96 It was also reported that carers feel isolated, that their own needs are neglected, 91 and that family relationships can suffer. 96 Carers develop their own strategies including trying to increase their competence, 91 creating their own solutions for patient's functional loss, constructing their own sense of what recovery means, 97 and using their own spiritual beliefs and practices. 87 The specific needs for support identified by carers include information about the long-term implications of stroke and the availability of community services. 90, 92, 94, 98 Reported solutions suggested by carers include access to advisers, opportunity for regular reassessments of the patient, improved access to day care and respite care, carer support groups, and access to emergency calls for support. 94 Simon and Kumar (2002) reported that caregivers felt that they were not adequately consulted and considered by professionals. 98 
Community Services
Studies investigating the impact of stroke for patients and carers commonly draw out implications for service delivery, but relatively few studies have focused specifically on community services themselves (Table V , available online at http://stroke.ahajournals.org). One study investigated patients' and carers' problems after stroke to inform the development of a community stroke support service. 99 Stroke patients' problems were diverse, complex, and changed over time; initially practical, and, later, psychological. Two papers reported findings from qualitative studies undertaken as part of evaluations of novel interventions. 100, 101 An interview study of patients' and carers' views of a specialist nurse support intervention, which was also evaluated by randomized controlled trial, found-in contrast to the trial's generally negative results-that the intervention was valued for the "less tangible" aspects of nursing care it provided: concern, attention, empathy, and interest, combined with emotional and practical support. A qualitative evaluation of a pilot intervention to support stroke survivors in the community, reported that existing problems in the interface between health and social care were such that the intervention was unable to prevent stroke survivors falling between the gaps of service provision. 57, 58 A similar picture of poorly coordinated services has been reported elsewhere, 38, 102 with particular gaps identified in the provision of personal care services for people in the community, 103 and the limited contribution that district nurses report they can make to care for people with stroke. 104 Needs for information in the longer term have also been reported by many authors, with dissatisfaction expressed about the amount of information provided, the style of delivery, and the timing.* A UK study specifically investigated patients' and carers' experiences of obtaining information after stroke. 105 Respondents were dissatisfied with what had been provided and wanted individualized information related to clinical questions, practical issues, and issues related to services and resources.
Discussion
This review aimed to identify the scope of stroke studies undertaken within a qualitative social science framework, to consider the contribution and limitations of the work in relation to questions of stroke service organization and delivery, and to propose future directions. We did not aim to conduct a meta-analysis, methodologies for which are now being developed to synthesize qualitative research findings related to specific questions. 106 
What is the Contribution of These Studies?
The range of studies identified was wide, but we consider their empirical contribution to include an emphasis on recording the human experience of stroke; identification of needs as perceived by patients and their families; identification of differences in priorities between patients and professionals; and identification of barriers to best-quality care. These issues are fundamental to the successful delivery of clinical and social services to people with stroke. While many studies were simply descriptive accounts, others were closely linked to the development and evaluation of interventions.
Limitations of the Studies
Most of the studies were small-scale and one-off interviews. This may not be inherently problematic, since qualitative research aims for in-depth knowledge rather than breadth. However, as noted elsewhere, 106 the localized nature of many qualitative studies means that their potential to influence wider clinical practice remains limited. With some notable exceptions, the one-off open-ended interview was the predominant method used. This is often a pragmatic choice in terms of convenience and feasibility, but interview-based studies should acknowledge that actual practices may differ from what was reported. 107 Much attention has been paid to questions of validity in qualitative health research, with diverse proposals to ensure that published research is of satisfactory quality. 107, 108 We used a minimum set of criteria to assess methodological robustness. Nevertheless, we considered the quality of papers to be variable, particularly in terms of the applicability of findings to familiar questions of service development and delivery.
Opportunities
Mapping the research identified to the care pathway, we found reasonable coverage across the range of issues highlighted by clinical experts. However, there are several areas where qualitative investigations might be illuminating. Firstly, there are examples of published reviews of qualitative studies, [3] [4] [5] but given the mass of published studies, there are now opportunities for meta-analyses of findings relevant to stroke service delivery.
New qualitative studies could also investigate specific issues that could be useful, including the processes leading to delays in presentation and admission following stroke; research to develop novel methods of providing longer term care to meet problems identified by patients and families; and research focused on improving secondary prevention strategies. There are also opportunities for qualitative researchers to contribute to the development and evaluation of new methods of service delivery. We identified 12 studies specifically undertaken to develop or evaluate novel approaches to rehabilitation, 49, 54, 55, 59 to interventions in nurse training, 35, 36 and to the provision of community support services. 56 greater utilization of qualitative research in the context of randomized controlled trials of complex interventions, for example in the development of an intervention, as well as studies that help to explain the social processes at work in the delivery and uptake of an intervention.
Another recent development is the call for greater participation of health service users in the development and conduct of research. 109 There was little evidence of qualitative researchers involving those they study, other than as subjects of their investigation, although one study explicitly called for this. 38 Many of the studies reviewed here reported differences between patients' and professionals' concepts and concerns, suggesting that stroke service users could contribute to the formulation of new research questions.
Social science research has the potential to reconceptualize old problems in new ways by questioning the nature of familiar categories. 107 Such an approach might be useful, for example, to investigate why patients and carers consistently find the quantity and content of information provided to them inadequate. A starting point here might be to ask what constitutes information for those who provide it and for those to whom it is targeted.
Within the field of social anthropology there are calls for multisited ethnography, partly in recognition of the increasingly globalized nature of human cultures. 110 The globalized nature of biomedicine-where increasingly, for example, clinical trials are multinational, and clinical guidelines are developed by international committees-also suggests that there are opportunities for multisited qualitative studies. We acknowledge that this suggestion has resource funding implications. However, such an approach might also provide the opportunity to apply such methods in areas where few or no such studies appear to have been undertaken (ie, in Eastern European and developing countries) but where there is evidence that stroke mortality has not declined, and where effective primary prevention strategies are required. 111 Greater attention should also be paid to the question of which specific method to use. Increasingly, questions of how clinical decisions are made are becoming important as new technologies are developed and increased emphasis is placed on patient participation. Yet unanswered questions about equitable access to care remain. It is unlikely that an interview-based study will best answer all research questions in this area, which lends itself rather to an ethnographic, observational approach.
Qualitative health researchers should more explicitly incorporate the theoretical insights from their own discipline to assist in the production of research that is valid and epistemologically sound. 107 This does not necessarily mean using empirical data to demonstrate the value of a particular theoretical position. Rather, as illustrated in the work of Kaufman and Becker, 22, [45] [46] [47] 77, 78 who raised questions about the distribution of health resources and concepts of aging in relation to the provision on rehabilitation therapies to older patients, this is a matter of using the insights of one's own discipline to interpret empirical data.
In the United Kingdom at least, stroke medicine has been characterized as a neglected clinical specialty. 112 Yet stroke research in basic science, pharmacological developments, and innovative methods of delivering care appears to be flourishing. Nevertheless, significant problems remain in ensuring the delivery of best-quality care. For example, it has been reported that there continue to be delays in seeking and accessing acute care, 113 some aspects of care are not equitably provided, 114 information is inadequately provided to patients and caregivers, 115 and, as many studies reviewed here argue, 87, 92, 94, 95, 98 satisfactory longer term care is lacking. Finding solutions to such problems require improved understanding of the social processes that give rise to them. This can be best achieved through well-designed, conducted, and disseminated qualitative investigations.
